Abstract: This paper compares tuberculosis-related stigma perceptions of health professionals with that of local patient populations, and examines these in relation to other measures of anticipated distress. Comparison groups were service providers and Haitian American patients diagnosed with latent TB (LTBI). Providers consistently rated LTBI higher on anticipated stigma than patients both overall and for internal perceptions and emotions, external perceptions and actions, and Haitian identity. Health professionals were almost five times more likely than patients to report the possibility of other types of psychosocial distress. The findings are consistent with previous studies reporting a higher degree of perceived stigma among unaffected populations compared with people diagnosed with a medical condition. Results suggest that providers may overestimate the likelihood that patients with a stigmatized condition will experience negative consequences. This may negatively affect adherence to TB testing guidelines because of confidentiality concerns. The implications for achieving national TB elimination goals are discussed.
R esearch on illness-related stigma has largely focused on affected people and the general population, with much less attention to health care providers. [1] [2] [3] Studies of medical and social service professionals have documented the persistence of negative perceptions and behavior towards people with mental illness, HIV/AIDS and leprosy. [4] [5] [6] [7] [8] [9] However, few studies have addressed stigma perceptions of providers in relation to comparable measures of stigma perceptions in the populations they serve. 10 Additionally, a literature review found no studies of tuberculosis-related stigma among health professionals. The research reported here compared tuberculosis-related stigma among health care providers with that of locally served patient populations, and examined these stigma patterns in relation to other measures of anticipated distress related to the condition. Research on illness-related stigma has documented a range of consequences for affected people. [11] [12] [13] Most studies focus on the negative effects of stigma such as social exclusion and discrimination, while others highlight health benefits such as reduction in tobacco use and increased compliance with therapeutic regimens. 5, [14] [15] [16] In recent years researchers have differentiated various cognitive and behavioral dimensions of illness stigma, as well as distinctive social groups involved in stigmatization. 9, [17] [18] [19] For example, studies often make comparisons between "perceived" or "anticipated" stigma, and "enacted" stigma among affected and unaffected populations. 5, 19 Comparisons across studies are complicated by variability in conceptualization, measurement, focal condition, and social group investigated. 2, 4 However, one consistent finding across studies is the reporting of lower levels of perceived stigma among patients than among unaffected populations. 4, [20] [21] [22] One explanation for this pattern is that affected people tend to minimize or deny the stigmatizing effects of the condition as a coping strategy, while the unaffected tend to focus on potential problems, such as difficulty finding a marriage partner. 22 A second view suggests that affected people have come to terms with living with the condition and therefore perceive it as less stigmatizing than those who have not been affected. 20 This study enabled examination of the problem within the broader context of other categories of distress associated with the condition in order to determine whether similar group differences hold for other psychosocial consequences as well. In addition, the study compared providers' expectations of negative consequences with those of newly diagnosed patients, who presumably have had little time to come to terms with their conditions. Tuberculosis has long been associated with negative societal attitudes because it primarily affects marginalized groups including the poor, malnourished, homeless, incarcerated, drug addicted, and (most recently) HIV-positive individuals. 23 Moreover, TB is feared as a contagious disease that poses a public health threat to the general public. 9 In recent years TB has become increasingly associated with foreign-born populations who already face discrimination related to immigration status. 24 In Florida, TB is disproportionately associated with the Haitian population, a group that has experienced AIDS-related and other forms of discrimination. [25] [26] [27] Thus one would expect a high degree of stigma associated with TB in this population, but whether such stigma extends to latent TB, which is asymptomatic , non-contagious and poses no immediate public health threat, raises important questions for this investigation.
The data reported here are part of a cross-national study of stigma and tuberculosis in Haitian populations that used the theory and methodology of cultural epidemiology, [28] [29] [30] [31] an approach that integrates quantitative and qualitative measures of locally meaningful cultural categories. The theory behind this approach derives from cognitive anthropology and the emic (or, insider) perspective on illness representations. Shared norms for illness perceptions and behavior are theorized to exist within socially meaningful groups. Cultural epidemiology seeks to describe the distribution of such beliefs within defined populations, for purpose of cross-cultural and intra-cultural comparison. The insights gained from systematic group comparisons have theoretical significance, such as better understanding of stigma processes, as well as practical implications for the delivery of services. The methodology of cultural epidemiology has been applied in various settings and and to various health problems. 3, 4, 22, 32 This paper aims to answer two related questions. First, how do expectations about TB-related stigma among health care providers compare with those of TB patients themselves? Second, are the observed patterns of group differences for stigma expectations similar to those for other forms of psychosocial distress such as social isolation, problems within the family, loss of income, sadness, and anxiety?
The focal condition of the study is latent tuberculosis infection (LTBI), which affects a large proportion of immigrants from TB endemic countries like Haiti. Because there are no physical symptoms associated with LTBI, most people are unaware of their condition until diagnosed through a variety of mechanisms, including investigation of contacts of active TB cases, routine employment or educational testing, immigrationrelated screening, and passive surveillance at public clinics serving high-risk groups. The recommended therapy for LTBI is daily doses of isoniazid (INH) for a period of nine months. Treatment is voluntary and only about half of Haitians living in Florida diagnosed with latent TB agree to begin therapy. 33 The study of disease-related stigma in the Haitian American population is a sensitive issue because of the history of racism and prejudice experienced by the Haitian population in the U.S., even long before the advent of the AIDS pandemic. 26, 27, [34] [35] [36] In particular, public stereotypes and strong feelings persist from the labeling of Haitians as a risk group for HIV/AIDS in the 1980s. 25, 34 Because of its association in recent years with HIV/AIDS as a common co-infection, TB has come to be viewed by many as a marker for HIV and is associated with increased social stigma and fear. 36 
Methods
Study design. The study design involved two phases. First, an ethnographic assessment was conducted to identify locally relevant sociomedical dimensions of TB among the subpopulations of interest. Second, a semi-structured instrument to measure TB-related stigma and perceived distress was developed and administered to the comparison groups.
ethical oversight. Ethical review of the study was conducted by Institutional Review Boards of the University of South Florida, the University of Florida and the Florida Department of Health. Written informed consent was documented for all study participants.
Data collection-Phase i. Phase I data collection included participant observation in TB clinics, and in-depth interviews and focus group discussions with TB patients and health care providers. Study participants were recruited from tuberculosis clinics under the management of two county health departments in Florida. A total of 100 hours of observation took place at five clinics in the study communities. Observers were members of the research team who had been trained to look for (1) arrangements or practices that affect confidentiality; (2) interaction between clinic staff and clients (e.g., customer-friendliness, respect, personal attention); (3) language use and communication (e.g., availability of Haitian Creole speakers or translators and Haitian Creole language documents); and (4) patient understanding of latent TB infection and the treatment regimen. Open-ended interviews were conducted with a total of 24 providers and 33 patients.
Interview guides included open-ended questions on the most important health problems in the local community, individual and collective behavior related to stigmatized illnesses, explanatory models (i.e., perceived causes, symptoms, and treatment) of tuberculosis, and the impact of tuberculosis on affected people, including social stigma.
Analysis of observation and interview data from Phase I informed the development of quantitative measures incorporated into a questionnaire used in Phase II. Draft instruments were tested for validity and comprehension with four focus groups, including two groups of providers and two groups of patients. Participants carefully reviewed each item in the questionnaire and provided feedback on cultural appropriateness, understandability and need for probes and clarification, identification of potential problem items requiring special interviewer training, and assessment of whether the items adequately covered all important topics related to stigma and tuberculosis in the study population. Modifications were made to the instrument based on the focus group feedback, and the final version was pretested with three LTBI patients and three providers.
Data collection-Phase ii. The instrument used in this study to measure stigma was a 20-item interviewer-administered questionnaire adapted from a similar tool developed for a multi-country study of tuberculosis and gender. 32 The stigma index measured internal perceptions and emotions, external perceptions, external actions, disclosure, and stigma related to Haitian identity (Box 1). The items included in the instrument were evaluated for appropriateness and adapted for the study population as described above for Phase I. For example, because of the impact that co-infection with HIV has on stigma related to TB in the Haitian population, an item was included that addressed this issue. In addition, ethnographic data indicated that social stigma related to Haitian identity was a significant issue for this population, [28] [29] so two items related to this concern were incorporated. Internal consistency of the index was assessed through inter-item correlations and found to be within the acceptable range (Chronbach alpha 5 .93 for the provider sample and .83 for the patient sample).
Box 1. iteMS in StigMa inDeX
In the questionnaire administered to patients, interviewees responded to stigma questions in relation to their own experience or anticipated consequences, while the instrument administered to health care providers asked them to respond in relation to the following vignette of a fictive person with latent TB.
Marie Rose is a 40 year old woman who was born in Haiti but has been living in the United States since she was a child. She lives with her husband, their three children, and Marie Rose's 66 year old mother. Recently Marie Rose's mother was diagnosed with tuberculosis, and her doctor said that everyone in Marie Rose's family should be tested for TB. Marie Rose's skin test came back positive, but she has no symptoms of illness-no cough, no fever, no sweats, and she feels fine. And the doctors said her chest x-ray is normal.
In addition to the stigma index, the questionnaire included a set of items related to patterns of distress experienced or anticipated by someone affected by latent TB. These included psychosocial consequences such as social isolation, problems within the family, loss of income, sadness, and anxiety. For each category of distress, study participants were asked to indicate whether someone diagnosed with LTBI might encounter the problem, and responses were coded as either Yes or No.
Sample selection. The questionnaire was administered to a total of 43 health care providers and 90 patients diagnosed with LTBI, 63 from County A and 27 from County B. All providers were involved in the delivery of TB services and included doctors (9.5%), nurses (33.3%), social workers/case managers (30.9%), and others (26.2%) (nursing assistants, respiratory therapists, program administrators with medical backgrounds). Providers were recruited from a convenience sample including health department TB service staff (56.1%), clinicians in private practice (31.7%) and hospital staff (12.2%). About two-thirds of providers were of Haitian descent. Patients were in the early stage of treatment, and included contacts of active TB cases (24.7%), referrals from refugee clinics (43.2%) and other health department clinics (24.6%), and individuals diagnosed through work or school screening (7.4%).
Data analysis. The data analysis strategy consisted of calculating mean scores on stigma measures for each group and testing for mean differences in both composite scores and for individual items using the t test. Associations between stigma scores and demographic factors were analyzed to rule out confounding factors in observed group differences. These analyses included tests of correlation (Pearson's r) between stigma scores and continuous demographic variables (age, education, income, years living in the U.S.) and tests of mean differences (t-test) on stigma scores between groups defined categorically (gender, religion, marital status). Differential rates of reporting other forms of psychosocial distress were calculated by comparing the proportion of providers reporting any form of distress with the proportion of patients reporting any form of distress, and calculating an odds ratio for the two proportions.
results
Results are presented in four sections. First, the demographic profiles of the comparison groups are presented to provide an overview of the sample characteristics. Second, stigma scores for providers and patients are compared to determine whether statistical differences exist between groups. Third, the proportion of patients and providers reporting any type of psychosocial distress associated with latent TB are compared. Fourth, potential confounding of group differences based on sample demographic characteristics is examined.
As one would expect, providers had a different sociodemographic profile from that of patients (Table 1 ). On average they were older, had a higher proportion of females, had more years of school and income, and had been living the U.S. longer. Among providers there was a higher proportion of Catholics than Protestants, but among patients this was reversed, and there were more single participants among patients and more divorced people among providers.
Health care providers had a mean composite stigma score of 26.6, significantly higher than the mean composite score of patients, which was 17.1 (Table 2) . On individual items, providers had significantly higher scores than patients on most of the items, and on no items did patients score significantly higher than providers. Providers scored higher on stigma related to internal perceptions (think less of self, feel ashamed, others have less respect); association of LTBI with other health problems (assume other health problems, assume have TB disease, assume have HIV); external actions (problems at work, others avoid); and Haitian identity (more embarrassing to have LTBI because one is Haitian and others think worse of someone because of being Haitian). While providers reported higher stigma related to hiding the problem from others in general, no group differences were found on likelihood of disclosure to specific categories of others, including family members, friends, neighbors, church members and co-workers. Both providers and patients assigned the highest stigma scores in the index to these disclosure items. Mean scores per item were the average score on a Likert scale of 0-3, with three representing the highest level of stigma.
For both providers and patients, the most frequently reported form of anticipated psychosocial distress was "sadness, worry, or stress, " and providers also frequently identified social stigma as a potential negative consequence (Table 3) . Again, providers reported significantly more anticipated distress than did patients. Providers were almost five times more likely than patients to identify one or more form of psychosocial distress as probable for someone with LTBI (Odds Ratio [OR] 5 4.97, 95% Confidence Interval [CI] 3.2, 7.6).
To rule out the possibility that demographic differences in the comparison groups accounted for the observed differences in stigma scores, bivariate analyses were conducted of the association between composite stigma score and each of the demographic factors reported in Table 1 . No associations were found between stigma and age, gender, education, income, marital status and years of residence in the U.S. Regarding religion, among providers no differences in stigma between Protestant and Catholic providers were found. Protestant providers had a higher but non-significant mean stigma score compared to Catholics. Among patients, Catholics scored significantly higher on stigma than Protestants (t52.47, df574, p,.05). So, the influence of religion was inconsistent across the two groups and therefore suggests that had the groups been matched on religion, the results would not have differed.
Discussion
Study limitations. The limitations of the study include the use of a convenience sample of providers and the heterogeneity of the provider sample. A randomly selected sample of providers and one that allowed comparison of different types of providers would have strengthened the study and allowed for a more refined analysis. Previous studies have reported a higher degree of perceived stigma related to a medical condition among community populations compared with people diagnosed with the condition. 4, [20] [21] [22] The findings of this study of TB-related stigma among health care providers are consistent with a general trend that perceived stigma appears to be higher among unaffected populations than among those who are living with the condition. The design allowed the comparison of anticipated stigma among health care providers with the level of stigma expected by diagnosed patients from the same community. Although the degree of perceived stigma was low overall for both populations, as would be expected for an asymptomatic condition that has no risk of contagion, it is interesting that providers consistently rated the condition higher on anticipated stigma than patients for questions related to internal perceptions and emotions, external perceptions and actions, and items related to Haitian identity. Only on items related to disclosure of one's conditions to significant others did providers and patients have similar expectations of stigma; these items also had higher levels of anticipated stigma compared with other dimensions. Health care providers were almost five times more likely to report the possibility of other types of psychosocial distress than were patients themselves. These included distress associated with social isolation within one's family, marital problems, and loss of income, suggesting that the disparity in anticipated consequences is broadly based and extends beyond social stigma. Because patients were newly diagnosed, it is unlikely that the explanation for their lower stigma scores was that they had become reconciled to their condition. 20 General understanding of latent TB is poor in the local community 25, 28 and within the patient population studied; 29 thus, it is possible that the lower reported stigma and distress reflects lack of knowledge and experience with the condition. It is unclear whether the findings can be interpreted as minimization or denial of expected repercussions, as suggested in other studies of stigma. 22 The providers involved in TB services were presumably more knowledgeable than the patients about the condition and perhaps in a better position to assess the possibility of negative psychosocial consequences, and in addition they may have based their responses on personal experience dealing with active TB patients, who experience greater social isolation and stigma because of the transmissibility of the disease. Providers may draw upon experience with the psychosocial consequences of a contagious disease, and may perhaps overgeneralize their expectations for what is likely to occur for patients diagnosed with non-contagious latent TB.
The findings suggest that health care providers may overestimate the likelihood that patients diagnosed with LTBI will experience negative consequences, and this in turn may affect their interactions with patients. Concern about the negative repercussions for patients may lead to reluctance on the part of providers to advise or offer their patients to be tested for latent TB. This concern is documented in the TB literature [37] [38] and was raised during in-depth interviews with several providers. Thus, from a public health perspective, the belief that patients diagnosed with a stigmatized condition will experience negative consequences may negatively affect adherence to TB testing guidelines.
The identification of disclosure concerns as the most important part of anticipated stigma points to the need for careful attention to the organization of TB testing and treatment services. In Florida, testing and treatment for tuberculosis, including both active and latent forms, are concentrated almost exclusively in the public sector, with most counties operating a separate TB clinic within the local health department. Segregated clinics inherently pose risks for disclosure of one's diagnosis because one's simple presence at the clinic may reveal the condition to others. In one of the counties of the study, TB services were housed in a separate building along with HIV and sexually transmitted diseases, conditions that are also stigmatized, so that merely entering the building ran the risk of someone experiencing "spoiled identity. " 39 In the other county, TB services were housed in a section of an older building with a "back door" entrance that allowed patients to avoid passing through the front lobby. In communities with heavy caseloads, such as those in Florida, segregated TB clinics are the most practical and cost-effective model of service delivery. However, care must be taken to minimize unnecessary exposure of patients to loss of confidentiality.
Ideally patients with stigmatized conditions such as LTBI, HIV and STDs should be treated within general clinics that provide a broad spectrum of adult health services so that care-seeking does not reveal one's diagnosis. However, over the past few decades county health departments have largely gotten out of the business of primary health care, so general clinics are rarely available for treating patients with these infections. Greater confidentiality can be ensured in the private sector, and LTBI patients in this study and in previous research with this population expressed a preference for obtaining care from private physicians for reasons of privacy. 25 However, physicians in private practice are reluctant to treat TB patients, including LTBI patients, because of the specialized and variable protocols involved, so they refer TB-related cases to the health department (which also provides medications and care at either reduced fees or free of charge). In the case of LTBI, however, for which treatment is voluntary, concerns about stigma on the part of providers may inhibit referral of patients for LTBI testing and treatment at health department clinics because of confidentiality risks.
Research on stigma perception among health care providers is sparse in general and virtually non-existent for tuberculosis. The finding that providers have a higher degree of perceived stigma associated with latent TB than patients themselves points to a possible deficiency in health education and public health practice. 6, 8, 40 Ensuring that health care providers serving patients at higher risk for TB are trained appropriately is an important step to ensure optimal care and adherence to appropriate TB screening guidelines. Furthermore, health departments alone cannot tackle the problem of LTBI among at-risk populations. An informed and capable private sector serving high-risk populations will be a critical part of eliminating TB as a public health problem in the United States. 41 A focus group needs assessment of private sector Haitian physicians in the study community conducted in 2001 reported that local providers embrace the idea of becoming more involved in TB case management, but they pointed to the need for further training in this area, along with greater coordination with and support from the public sector in order to do so effectively.* Public-private partnerships for TB control in the U.S. have received increasing attention and offer an important *Heurtelou, M. Haitian cultural study phase II. Unpublished report, ND. component for achieving national TB elimination priorities. 42 The research presented in the current study indicates that provider training in TB-related stigma processes may positively influence the development of these connections and skills and help promote national TB goals.
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